To know or not to know: What happens when you have your genes tested?



| Scene1. Athome/Night |
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1% TOh, youre back already! Why didn’t you say something earlier?
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i AU THey! Where do you think you’re going?
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<5 (FLr—=3r) [Two months ago, we found out that my mother has breast cancer. Since then, the atmosphere in our house has changed a bit. |

| Scene2. Athome/Night |
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B [ The doctor said that my breast cancer may be hereditary...

and that | should get a blood test to find out if it is hereditary. They also said that if there are any changes in my genes,

it may be better to get a full mastectomy.

FTAL lHowever, it means that you can find out if cancer runs in the family, right?



Regardless of whether the cancer is hereditary, Sakura would also want to know, right? |

l'Yeah, well. | guess so.i% &, It’s not my problem only, right? That’s why I'm not sure what to do.

So, | read about it and found that there is something called genetic counseling at the university hospital.
You can consult with a genetic specialist.

If we learn more, it’ll be possible to handle things in a better way. |
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B (FLr—=zar)  Tldidn’t know it was possible to have your genes tested.

| Scene 3. At school / Afternoon
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[Sakura! |

[t looks like my mom is going to get a genetic test done at the hospital that she goes to.

They say that it will be useful for her upcoming surgery. |
T'Well, that’s good, right! (32 L4879 %) 1don’t know. If | found out that | was at high risk of getting breast cancer,
I’d do anything to prevent it. |

I'But, sometimes, ignorance is bliss, right?]

lHuh? What do you mean? |

['Genes do not change throughout our life. If we know that we are at high risk of getting cancer,
we wouldn’t be able to enjoy living life normally, isn’t it?
FHmm...Well, | guess | may stop thinking about getting married or having children then. |

I'Having your genes tested isn’t an easy thing. That’s why mom was so worried about it, and, although my mom is extremely troubled, I feel like her troubles are continuously

increasing because of me.
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bEIL 'Don’t think about it too much. Just try talking about it. After all, she is your mother! |
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| Scene 4. Way home / Early-evening |
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IR l'Sakura, welcome back! |
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=< & [Lastnight...I heard you talking with dad. |
FrF [ o o o o o & |

=< 5 [Well, yes. | want you to stay healthy.
So, I'd like you to take the test or do whatever you need to do to get well. |
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A EsS [If 1 go through with the test, we might find out that the condition is hereditary, you know that, right?]
=< b IYeah.]
=S [ that happens, then you’ll also know that you are at high risk for the same type of cancer. ]
=< & TYeah, I know.]
=S ['l was scared about knowing the future and causing you worry.
So, | was worried whether | should get the genetic test done. |
&< 5 [Everyone says that I look like you. (5 L% 5 12)
I think that must be because | inherited your good genes. Even if we find out that your cancer is hereditary
and that I’ve inherited it, I still couldn’t have been born without it. So, you see, it can’t be helped.
Besides, regardless of the genetics, cancer is a disease that anyone can get, right?

That’s why | don’t care if my mother's cancer is hereditary. |



| Scene 5. Way home / Early-evening |

1% [Thanks. It was good talking with you. I feel better now.
Maybe | should talk with your grandpa, grandma, and aunt as well. |
=< & ['Youshould. If it is hereditary, it is not just a problem for you, but also for grandma and the others.
Every one of us is connected, so | don’t think that you should worry about it alone. |
&1E  T...The reason why | decided to have a genetic test done is...
=< b lYeah?]
1% TIf we find out that it is genetic, | think I’ll get a complete double mastectomy so it won’t happen again .
I want to be with you and your father as long as possible.
That is my happiness. |
&< & T'Mine too, mom. ]

| Scene 6. Athome/Night |
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FAL  T1I’'mback!]

S 'Welcome back! |

T AL TOh, we're having hotpot for dinner! |

A Es [l talked to Sakura...about getting the genetic testing done. |
(7 AL TOh! How did it go?|

=S [l think that I’m the one who feels encouraged after the conversation. |
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['Sakura, can we talk?
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[ About mom’s test?
l'Yeah. |
['f that's what she wants to do, even if it includes me, I'll accept that and support her. |

Il see. |
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&< 5 IDad, actually, I’ve started to get interested in genes. |

JA L TWhat?)

=< 5 I’'mnotan adult, so I can't get tested yet. But, | think that it's an option that | should consider for later. |
(7 AL [That's a sudden change! |

=< B TWell, you know, genes are what make us family, right?

AU [Maybe you'reright. (2£9) |

ZADED,




| Scene7. Athome/Night |
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@ Although this video concerns hereditary breast and ovarian cancer syndrome (HBOC), it was created for the purpose of understanding “invariance,” “predictability,” and
“shareability,” which are the characteristics of genetic information. It was not created for the purpose of examining whether one should undergo genetic testing for HBOC.

@ Breast cancer can be classified as a type of cancer in which genetic change causing breast cancer occurs in the cells of the entire body from the time of birth (i.e., cancer caused by
genetic changes in the somatic cell lineage) or a type in which genetic change occurs only in the cells of the breast that became cancerous (i.e., cancer caused by germline genetic
changes). HBOC is a cancer caused by germline genetic changes, and these changes are passed on from the parent to the child at a 1/2 probability. This does not mean that breast
cancer will develop in all children who inherit the changes.

@ Many breast cancers incidences are caused by genetic changes in the somatic cell lineage, and the involvement of the genes is small. Cancers such as HBOC, which are caused by
germline genetic changes, are rare types of breast cancer. Therefore, there are only a few breast cancer types for which genetic testing can be used to determine the optimal
treatment strategy. This video does not recommend genetic testing for all persons with breast cancer.

@ Medical insurance can be used only in some cases of medical treatment using genetic information (such as genomic medicine) in persons with an indicated constitution. Presently,
genetic testing for HBOC is also not covered by insurance.

® Genetic counseling is the process of helping patients understand and adapt to the medical, psychological, and family-related impact and problems caused by the realization of

hereditary diseases. A system that allows patients to undergo such counseling is currently being established in hospitals other than university hospitals as well.



HIEZ LYy b

ARG OFIEIL, ESLAFZERI R i A AR ERIFFEBR %M (AMED) @ [HFFEMH PRI+ 215 MmatA & BRI OHEETE (7 AERERITERE S ELSI 43 E) |
(PR 28~29F ) OXEIZ L » TiTbivE Lz,

M /s R AT CRAEKRZE BAEAT o L - AT I 7 BESS RER R MHF e )

HilvE . BN En

At 7% 77707 —va v

JA 1 BEE . R EERER

MEE - B B ORAERT: WAEA T o« Bv « AT S 7 B TR - AREERFY)
gk H GRALKY: HIALA T 4 Wb« AT S I K A 30 7 )
A b=V —JHZE JIE # GRAERZ HAEAT 4 v« AT 7 HE AME RGBT

HilfEw S (EARR) -

HA T BE BB GRAERRbE AR 20D

AW FE, ZH A, L E G FL - W R

TR R (BRERBRY: PEm AR

ZH AE (EERT TR REBEET YT —)

XK= 4 (NPOIEN 77 T4 AT NI A | —fREEEN 57 AERYSFEMARESS)
g VE— CRAEKR WAL AT 4 Tv - AN 7Bk A ERGEM)



TOHOKU

UNIVERSITY

RALRE: WALRA T 4 TV« A TS0 7 18






